Medical Decision-
Making at the End
of Life

Experiences and attitudes
of physicians and the
general public



The printing of this thesis was financially supported by the Department of Public
Health, Erasmus MC.

Rietjens, Judith

Medical decision-making at the end of life: experiences and attitudes of physicians
and the general public. Thesis Erasmus MC, University Medical Center Rotterdam
... with references ... with summary in Dutch

ISBN 9090201777
Printed by: Ipskamp, Enschede

Cover design by: Lucien Tinga and Brian Nilsson

© 2005, Judith Rietjens
No part of this publication may be reproduced or transmitted in any form or by
any means without written permission of the copyright owner.



Medical Decision-Making at the End of Life
experiences and attitudes of physicians and the
general public

Medische besluitvorming in de laatste

levensfase
ervaringen en opvattingen van artsen en het publiek

Proefschrift

ter verkrijging van de graad van doctor aan de
Erasmus Universiteit Rotterdam
op gezag van de rector magnificus
Prof.dr. S.W.J. Lamberts

en volgens besluit van het College voor Promoties.

De openbare verdediging zal plaatsvinden op
woensdag 1 februari 2006 om 13.45 uur

door

Judith Anna Catharina Rietjens

geboren te Roermond



Promotiecommissie

Promotoren: Prof.dr. P.J. van der Maas
Prof.dr. G. van der Wal

Overige leden: Prof.dr. J.J.M. van Delden
Prof.dr. I.D. de Beaufort
Prof.dr. J. Verweij

Copromotoren: Dr. A. van der Heide
Dr. B.D. Onwuteaka-Philipsen



Kvernes

Soms, onvoorzien, kom je aan

waar je wilt zijn, je ligt in het gras,

ogen dicht. Wat je zag: de weerspiegelde
blauwende bergen, van oever naar

oever een veerboot een stip in het diepe
rimpelend water, naast je de houten
stafoude kerk van Kvernes, onder

bomen bemost van zijn doden de steen ...

beeld in je hoofd is het al, dat dit
deelt met je tastende hand langs de
kerkwand, de stap van je voet van
grafsteen naar grafsteen, je ligt met je
rug aan de rotsgrond, een fluister-
wind in je oorschelp, je ademt het
gras in, de geurloze warmte van
nazon, deze heldere noordse

september: hier ben ik ... en even geen
denkwerk, zintuiglijker levend een

waarheid, dit alles, dat samen het

blijvende uitbeeldt (alsof niet

ergens een mens wordt vermoord op zijn
vliucht voor de honger, alsof niet), dit

heelzijn achter mijn huiddunne ooglid ... toch
als gewoonlijk wint weer bewoording: zo

herbergt mijn hier nu verzadigd gestrekte
en voor mijzelf met welk geloofwaardig
innerlijk oog als vanboven daar in het

gras aan de fjordkust waarneembaar
rustende lichaam een landschap: het

werd wat het waarnam, maar weet dat, dus
blijft niet ... want nergens, zelfs hier

niet, kan aankomst voorgoed zijn.

C.0. Jellema
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Introduction



Chapter 1

1.1 Background of end-of-life decision-making

During the past century, circumstances in which people die have substantially
changed. Acute deaths due to infectious diseases have been gradually replaced
by more prolonged dying trajectories. Currently, one third of all deaths in the
Netherlands occur suddenly and unexpectedl§.® The remaining two-third is non-
sudden, and likely to involve a certain extent of end-of-life care. In these cases,
patients, relatives and physicians together have to make decisions about the most
appropriate medical end-of-life treatment. Developments in modern medicine
have increased the possibilities to treat symptoms of terminally ill patients and to
prolong their life. However, prolonging life is not always the most appropriate
goal of medicine at this stage in life and preserving quality of life and alleviating
suffering are increasingly recognized as importaft.Sometimes, hastening of
death can be an accepted or even appreciated result of end-of-life care.

1.2 Overview of end-of-life decisions

In this thesis, medical decisions that probably or certainly hasten death are
referred to asmedical end-of-life decisionsSuch decisions can be characterized
by several aspects: the acts of the physician (e.g. administering drugs or forgoing
treatments); the intention of the physician (death can be explicitly intended, partly
intended, or only taken into account); the involvement of the patient (actively
involved in the decision-making process or not) and the life-shortening effect of
the acts. Based on these characteristics, end-of-life decisions can be distinguished
into five categories: euthanasia, physician-assisted suicide, ending life without an
explicit patient request, alleviation of pain and symptoms with possible life-
shortening effect, and non-treatment decisions (see Box 1).

Frequencies of end-of-life decisions in the Netherlands

In the Netherlands, three nationwide studies have been conducted, providing an
overview of the frequencies and major characteristics of end-of-life decisiohs?

In the most recent study it was shown that 44% of all deaths in the Netherlands in
2001 were preceded by an end-of-life decisioh.’> The majority of these decisions
concerned non-treatment decisions (20%) and alleviation of pain and symptoms
with possible life-shortening effect (20%); euthanasia was shown to precede 2.6%
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of all deaths, physician-assisted suicide 0.2%, and ending life without an explicit
patient request 0.7%.

Box 1 End-of-life decisions

1. Euthanasia: the administration of drugs with the expit intention to end life at explicit
request of the patient

2. Physician-assisted suicide: the prescription orpply of drugs with the explicit intention to
enable the patient to end his or heiown life at explicit request of the patient

3. Ending life without an explidi patient request: the administratin of drugs with the explicit
intention to end life without an explicit request of the patient

4.  Alleviation of pain and symptoms, taking into account the possibility that death will be
hastened or partly with theintention to hasten death

5. Non-treatment decisions: the withholding owithdrawing of treatment, taking into account

the possibility that death will be hastened or vih the explicit intention to hasten death

Frequencies of end-of-life decisions in other countries

The third Dutch nationwide study of frequencies and characteristics of end-of-life
decision-making in 2001 was also similarly conducted in five other European
countries: Belgium, Denmark, Italy, Sweden and SwitzerlaAdn all participating
countries, end-of-life decisions were found to frequently precede deaths, ranging
from 23% of all deaths (Italy) to 51% (Switzerland).Contrary to the Dutch
situation, in the five studied countries, euthanasia occurred less often than ending
life without an explicit patient request. For Belgium, these percentages were
0.30% and 1.50%, respectively; for Denmark 0.06% and 0.67%; Italy 0.04% and
0.06%; Sweden 0% and 0.23% and Switzerland 0.27% and 0.42%. Alleviation of
pain and symptoms and non-treatment decisions occurred more frequently than
euthanasia and ending life without an explicit patient request in all countries.
Another nationwide estimate of the rate of end-of-life decisions has been made
for Australid. In Australia, rather high rates were found: 65% of all deaths in 1996
were preceded by an end-of-life decisiof Euthanasia was found to precede 1.7%
of all deaths and ending life without an explicit patient request 3.5%. Other
studies show that physicians in other countries are also confronted with patients
who request euthanasia or assistance in suicidé* About 18% of the physicians
in the United States reported to have ever received such a request, and about 6%
reported to have complied with such requests at least oncl. In England,
approximately 9% of all physicians indicated to have ever complied with a
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patientes request to take active steps for death to be hasten&dThis percentage
was 6% among Norwegian physicians and 6-11% among German physician$.

1.3 Terminal sedation

When regular treatment of severe symptoms in the last phase of life with e.g.
analgesics or anxiolytics is not effective, sedatives are sometimes used as an
alternative to render patients unconscious and subsequently oblivious to their
symptoms?> ** |t is not uncommon to forgo life-sustaining treatment such as
artificial nutrition or hydration in these patients, since most of them are in the
dying phase. In this thesis, this practice is referred to as sterminal sedatione,
defined as: eadministering drugs to keep the patient continuously in deep
sedation or coma until death without giving artificial nutrition or hydrationZ. The
practice of terminal sedation has been much debated in the Netherlands as well
as in other countries. An important issue in such debates is whether it should be
considered an end-of-life decision, that is, a decision that intentionally or
unintentionally hastens death>* However, so far, little is known about the
frequency and characteristics of this practice.

1.4 Legal background in the Netherlands and other European
countries

The Netherlands

Euthanasia and physician-assisted suicide have been actively discussed in the
medical profession, public domain, and the national parliament for several
decades in the Netherlands. These practices are not considered as enormal
medical practiceZ and therefore the Dutch parliament decided they should be
reviewed. As from 1991, Dutch physicians had to report to the Public Prosecutor
all cases in which they administered or supplied lethal drugs with the explicit
intention to hasten the patientss death. Physicians were not prosecuted when
they had met the criteria for prudent practice (see Box 2).

In 1998, the notification procedure was revised and the Public Prosecutor
assessed cases only after being advised by a multidisciplinary committee of a
medical, a legal and an ethical specialist. In 2002, the *Ending of Life on Request
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and Assisted Suicide Review Procedures Act 2001Z (Wet toetsing
levensbeéindiging op verzoek en hulp bij zelfdoding) came into forc&. This Act
made euthanasia and physician-assisted suicide officially no longer liable to
penalty, provided that the physician had met the official criteria for prudent
practice. The multidisciplinary committee informs the Public Prosecutor only
about cases in which the criteria for prudent practice were not met. The Act
further permits active ending of life for competent children aged 16 to 18 years
provided that the parents are involved in the decision-making process and for
competent children aged 12-16 years provided that the parents agree with the
decision. Active ending of life for incompetent patients is only allowed for
patients with an advance directive upon the active ending of life.

Non-treatment decisions, alleviation of pain and symptoms with possible life-
shortening effect, and terminal sedation are considered to be part of normal
medical practice and do not need to be legally assessed.

Box 2 Criteria for prudent practice

X Avoluntary and well-considered request of the patient
X Unbearable and hopeless suffering

X No acceptable alternatives for treatment

x  Consultation of another physician

X A medico-technical appropriate performance of ethanasia or physician-assisted suicide

X  Reporting the case agn unnatural death

Other European countries

In this thesis, data from studies conducted in Belgium, Denmark, Italy, Sweden
and Switzerland are used. Euthanasia and physician-assisted suicide are both
prohibited in Denmark, Italy, and Sweden. In Switzerland, euthanasia is
prohibited, but physician-assisted suicide is not a criminal act if it is motivated by
altruistic considerations. Both physicians and citizens are allowed to perform
physician-assisted suicide in Switzerland. In Belgium, euthanasia is allowed under
certain conditions since 2002, while the status of physician-assisted suicide is
unclear.
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1.5 The perspective of the general public

During the last century, it is increasingly acknowledged that end-of-life care should
be patient centered? Patients and relatives have become more involved in
medical decision-making and people increasingly want to experience some sense
of control over their dying trajectory?® It is therefore important to know patientse
preferences and attitudes concerning end-of-life care. However, a large study from
the U.S.A. revealed that the end-of-life care provided is often not consistent with
the patientse preferences, who frequently receive many medical interventions that
they do not appreciate®® Apparently, communication between patients,
physicians and relatives about such preferences is often not optimal or not
timely 2> % The timing of discussing end-of-life preferences is especially important
since the majority of patients for whom end-of-life decisions are made are
incompetent? Discussion of patientse preferences at an early stage of their disease
might enable patients to engage in medical decision-making concerning the end
of their life. Although such advance care planning is generally assumed to be
particularly relevant for older and sick people, a study of Emanuel et al. among
patients and members of the general population showed that 89% of the general
population desire some kind of advance care planning, such as filling out an
advance directive or discussing their wishes concerning medical care at the end
of life with their physician?’ Such discussions before the patient becomes
seriously ill may thus facilitate end-of-life decision-makiffglt has been proposed
that advance care planning should occur within the community and specifically
within the family, and not only in hospitals when consulting a doctof: *°

Several studies have reported about the general publices acceptability of
euthanasia and physician-assisted suicide. It has been shown that in the
Netherlands as well as in other countries, the general public has a rather
permissive attitude towards physician-assisted dying for terminally ill patients,
even more permissive than attitudes of physiciar’é® As from 1966, the Social
and Cultural Planning Office conducted surveys among the Dutch general public
containing the question: *What should a doctor do when a patient asks him to
put an end to his suffering by administering a lethal injection3ZThe percentage

of respondents who thought that euthanasia could be acceptable increased from
nearly 50% in 1966, to about 90% in 1998. Another study, conducted in 1995
and replicated in 2001, used vignettes to elucidate attitudes of the Dutch public
towards end-of-life decision-making. This study showed that 83% (1995) and
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88% (2001) of the respondents thought that euthanasia is acceptable for a
terminally ill patient with unbearable suffering. Active ending of life in the case of
a patient with dementia who asked for euthanasia in a living will and for persons
without a serious illness requesting assistance in dying were only explored in the
2001 part of this study. The first was considered acceptable by about 80% of
respondents, but in contrast, only about 25% accepted actively ending the life of
persons without a serious illness.

Information about the publices acceptance of other end-of-life decisions such as
increasing the dosage of morphine with possible life-shortening effect is scanty.
Besides the study of Trappenburg et allittle is known about the publices
acceptance of end-of-life decision-making in especiale groups such as minors,
patients with dementia, and patients without a serious disease, even though the
acceptability of end-of-life decision making in such groups is actively discussed in
the medical profession, public domain, and the national parliament.

1.6 Research questions

In this thesis, two main subjects will be addressed: medical decision-making
practices at the end of life and attitudes of the Dutch general public and
physicians toward such practices. The first part is focused on the practice of
terminal sedation and active ending of life without an explicit patient request, in
the Netherlands and in 5 other European countries. The second part explores
attitudes of the Dutch public and physicians towards medical end-of-life decision-
making, and includes newly discussed issues such astive ending of life in
minors, patients with dementia, and patients without a serious disease. This part
also addresses factors considered important for a good death. The following
research questions will be addressed:

Medical end-of-life practices

1. What is the frequency and what are the characteristics of the practice of
terminal sedation in the Netherlands and in other European countries?
(Chapter 2 and 3)

2. What are the differences and similarities between the practice of terminal
sedation and euthanasia? (Chapter 4)
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3. What are the characteristics of the practice of using drugs to end life without
an explicit patient request? (Chapter 5)

Attitudes towards medical decision-making at the end of life

4. What are the attitudes of the Dutch general public towards different types of
end-of-life decisions in various situations, and in what aspects do they differ
from attitudes of physicians? (Chapter 6)

5. What factors are important for a good death according to the Dutch general
public, and how are these factors related to preferences for end-of-life
decision-making? (Chapter 7)

6. What are the attitudes of the Dutch general public towards the use of life-
prolonging treatments that might seriously impair their quality of life?
(Chapter 8)

1.7 Methods

For this thesis, data from three different studies were used: interviews with

physicians, death certificate studies among physicians, and a survey among the
Dutch general public. This paragraph describes the main characteristics of these
studies. The Dutch data were collected in a large-scale study that was conducted
to evaluate the Dutch review procedure for physician-assisted death.

Interview study

We interviewed a stratified random sample of 410 physicians, including 125
general practitioners, 77 nursing-home physicians, and 208 clinical specialists. To
be selected for the study, respondents had to be actively practicing medicine at
the time of the interview and had to have done so in the previous two years in
the same specialty and place. To arrive at the desired number of 410 physicians,
482 physicians were sampled (response: 85%). Physicians who were trained to
administer the questionnaire conducted the face-to-face interviews. The interview
period was March 2002 to October 2002. Strict rules were applied to ensure the
anonymity of the physicians and patients studied. The respondents were asked to
detail their most recent case of several end-of-life decisions, including euthanasia
and terminal sedation. Furthermore, hypothetical case descriptions were
presented and physicians were asked whether they would be willing to perform
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euthanasia, to use terminal sedation, or to increase the dosage of morphine with
possible life-shortening effect in these cases.

Death certificate studies

In 1995 and 2001, random samples were drawn from the central death registry
of Statistics Netherlands, to which all deaths are reported. In both years, the
period studied was August to December. All deaths reported during the sampling
period were stratified in 5 strata for the likelihood that an end-of-life decision had
preceded death. The sampling fractions were higher for strata in which the cause
of death made an end-of-life decision more likely. The study design ensured
anonymity for all deceased patients and precluded identification of any
physician. A 4-page questionnaire was sent to the attending physician for each
death included in the samples. If death was not sudden and unexpected, the
physician was asked whether he or she had made any decision that might have
hastened death, and details were asked about the decision-making. The response
was 77% in 1995 and 74% in 2001. The final sample sizes were n=5617 in 2001
and n=4678 in 1995. As part of a larger study on end-of-life decision-making in
Europe, the EURELD study, the 2001 study was simultaneously conducted in 5
other European countries: Belgium (regio of Flanders), Denmark, Italy (area of
Emilia-Romagna, Trento, Tuscany, and Veneto), Sweden and Switzerland
(German speaking part). The questions and study designs that were used to
collect the data in these studies were identical to those in the Dutch study. The
response was 59% in Belgium (n=2950), 62% in Denmark (n=2939), 44% in Italy
(n=2604), 61% in Sweden (n=3248) and 67% in Switzerland (n=3355).

Survey among the general public

Written questionnaires were sent to an established sample frame of members of
the Dutch general public (Panel of the *«ConsumentenbondZ; NIVEL). The sample
consisted of people aged between 20 and 93 years old, and is considered to be
representative of the Dutch population older than 18 years old. Of the selected
respondents, 1388 completed the questionnaire (response: 78%). Items in the
guestionnaire referred to attitudes and opinions about different types and
situations of end-of-life decision-making.
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Chapter 2

Abstract

Background Terminal sedation in patients nearing death is an important issue
related to end-of-life care.

Objective To describe the practice of terminal sedation in the Netherlands.

Design Face-to-face interviews.

Participants Nationwide stratified sample of 482 physicians; 410 responded and
211 of these reported characteristics of their most recent terminal sedation case.
Measurements Physician reports of frequency of terminal sedation (defined as the
administration of drugs to keep the patient in deep sedation or coma until death,
without giving artificial nutrition or hydration), characteristics of the decision-
making process, drugs used, the estimated life-shortening effect, and frequency of
euthanasia discussions.

Results Of respondents, 52% (95% CI, 48% to 57%) had ever used terminal
sedation. Of the 211 most recent cases, physicians used terminal sedation to
alleviate severe pain in 51% of patients (Cl, 44% to 58%), agitation in 38% (ClI,
32% to 45%), and dyspnea in 38% (Cl, 32% to 45%). Physicians reported
discussing with patients the decision to use deep sedation in 59% of the 211
most recent cases (Cl, 52% to 66%) and the decision to forgo artificial nutrition or
hydration in 34% (ClI, 28% to 41%). Hastening death was partly the intention of
the physician in 47% (Cl, 41% to 54%) of cases and the explicit intention in 17%
(Cl, 13% to 22%) of cases.

Limitations The generalizability of physician reports about their most recent cases
to all terminal sedation cases is uncertain. In addition, the findings are subject to
recall bias and may not apply to other geographic settings.

Conclusions Terminal sedation precedes a substantial number of deaths in the
Netherlands. In about two thirds of most recently reported cases, physicians
indicated that in addition to alleviating symptoms, they intended to hasten death.
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Terminal Sedation in the Netherlands

2.1 Introduction

Patients nearing death frequently have symptoms such as dyspnea, agitation, pain,
and anxiety®? One of the most important goals of the medical care provided to
these patients is the alleviation of these symptonidf treatment with analgesic or
anxiolytic agents is not effective, sedatives are sometimes used as an alternative
to render patients unconscious and then oblivious to their symptonfs.
Subsequently, if artificial nutrition and hydration are not given, death will follow
soon.

The ethical debate about this practice focuses on the extent to which it should be
considered an end-of-life decision that possibly or certainly hastens death.
Previous studies have explored the differences and similarities with other end-of-
life decisions, such as euthanasia and physician-assisted suiéidédowever, little
information exists on the medical practice of deep sedation with the forgoing of
artificial nutrition or hydration in patients nearing death. Estimates about the
frequency of deep sedation at the end of life vary from 15% to more than 60%,
depending on the settings studied and the definitions use:**?°The terminology
used reflects these differences in definition of the practice of deep sedation at the
end of life. Although "terminal sedation” is the most commonly used term, other
frequently used terms, which demonstrate the different perspectives from which
this practice is viewed, are "sedation for intractable distress in the imminently
dying," "palliative sedation therapy,” "slow euthanasia,” "opioid coma,” or
"anesthetic coma®?"3°

The present study describes the practice of terminal sedation in the Netherlands.
This study was part of the evaluation of the notification procedure for physician-
assisted death in the Netherlands, which was commissioned by the ministers of
Health and Justice!

2.2 Methods

Respondent characteristics

We interviewed a nationwide sample of 410 physicians: 208 clinical specialists,
125 general practitioners, and 77 nursing home physicians. In the Netherlands,
clinical specialists provide hospital care, general practitioners provide
nonspecialized care outside the hospital, and nursing home physicians work in
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long-term care institutions mainly for elderly people. The proportions of deaths in
these health care settings are approximately 35%, 42%, and 23%, respectively.
The specialties involved in our study covered about 95% of all deaths in the
Netherlands in 2001. The respondents were selected according to the following
criteria: They were required to be in active practice at the time of the interview
and to have actively practiced medicine within the registered specialty for the
past 2 years in the same setting. All addresses were taken from the professional
registries of the relevant specialties. To arrive at the desired number of 410
physicians, we sampled 482 physicians. Seventy-two physicians (15%) declined to
take part in the study: 17% of clinical specialists, 18% of general practitioners, and
3% of nursing home physicians. Nonresponders did not differ in age from
responders.

Face-to-face interviews were conducted by experienced part-time working or
recently retired physicians who were trained to administer the structured
guestionnaires. All interviews took place between March 2002 and October
2002. We applied strict rules to ensure the anonymity of all physicians and
patients studied.

Interview Process

The interview schedule addressed experiences with end-of-life decision making.
Terminal sedation was defined as the administration of drugs to keep the patient
in deep sedation or coma until death, without giving artificial nutrition or
hydration. The respondents were first asked whether they had ever used terminal
sedation and, subsequently, how often they had performed this practice in 2000
and 2001. Additional questions about the practice of terminal sedation concerned
the physician's most recent patient to have received terminal sedation (n=211).
The physicians were asked about the patient's characteristics; whether or not
sedation or the forgoing of artificial nutrition or hydration had been discussed
with the patient, family, or other health care professionals; the drugs used; the
intention of the physician; the estimated life-shortening effect; and whether
euthanasia was discussed during the decision process.
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Statistical Analysis

We calculated all estimates about the occurrence of terminal sedation in the
Netherlands by weighting the estimates of individual physicians. Weighting factors
were based on differences in sampling fractions and response rates for the
different specialties. These sampling fractions were 125 of 7027 for general
practitioners, 77 of 810 for nursing home physicians, 34 of 394 for cardiologists,
34 of 545 for neurologists, 69 of 1321 for specialists in internal medicine, 35 of
325 for pulmonologists, and 36 of 769 for surgeons. The probabilities used to
determine sampling weights were 1 in 56 for general practitioners, 1 in 11 for
nursing home physicians, 1 in 12 for cardiologists, 1 in 16 for neurologists, 1 in 19
for specialists in internal medicine, 1 in 9 for pulmonologists, and 1 in 21 for
surgeons.

Data on the 211 most recent patients seen by physicians were not weighted. All
analyses were done by using SPSS software, version 10.0 (SPSS, Inc., Chicago,
lllinois).

Role of the Funding Sources

The sponsors approved the study design but were not involved in the collection,
analysis, or interpretation of the data or in the decision to submit the manuscript
for publication.

2.3 Results

Most of the 410 physicians interviewed (76%) were men; 51% were clinical
specialists, 30% were general practitioners, and 19% were nursing-home
physicians (tables 2.1 and 2.2).

Of all physicians, a weighted percentage of 52% (95% CI, 48% to 57%) had ever
practiced terminal sedation. This percentage was 55% (CI, 49% to 62%) for
clinical specialists, 48% (CI, 39% to 57%) for general practitioners, and 75% (ClI,
64% to 83%) for nursing home physicians (data not shown).
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Table 2.1 Characteristics of interviewed physicians

Physicians
n=410
%
Sex
Male 76
Female 24
Age
30-44 year 35
45-54 year 45
*55 year 20
Specialty
Clinical specialist 51
General practitioner 30
Nursing-home physician 19

We asked all interviewed physicians to estimate the total humber of times they
performed terminal sedation in 2000 and 2001. These numbers were extrapolated
to the total number of 140 377 deaths in 2001 by multiplying them with the
weighting factor for each specialty and assuming that the numbers were similar
for the 5% of deaths covered by hospital doctors from specialties other than the
ones included in our study. This extrapolation suggests that physicians used
terminal sedation in 10.0% (ClI, 9.1% to 10.8%) of all deaths in that year. Of the
10.0% of deaths preceded by terminal sedation, 5.5% (CI, 5.0% to 6.1%) were
attended by clinical specialists, 2.5% (ClI, 1.9% to 3.2%) by general practitioners,
and 2.0% (ClI, 1.7% to 2.2%) by nursing home physicians.

Table 2.2 Proportion of deaths per specialty

Deaths

n=140377

%

Clinical specialist 35
General practitioner 42
Nursing-home physician 23

1. Source: Statistics Netherlads; Central Death Registry 200°%

Of all physicians who had ever used terminal sedation, 211 provided information
about their most recent cases of terminal sedation (103 clinical specialists, 53
general practitioners, and 55 nursing home physicians). Of these most recent
cases, 78% (ClI, 72% to 83%) involved patients 65 years of age or older and 54%
(Cl, 47% to 60%) involved patients who had cancer (table 2.3). Clinical specialists
and nursing home physicians also frequently reported practicing terminal sedation
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in patients with cardiovascular diseases. The most frequently mentioned reasons
for using terminal sedation were the alleviation of pain (51% [CI, 44% to 58%),
agitation (38% [CI, 32% to 45%]), dyspnea (38% [CI, 32% to 45%]), and anxiety
(11% [CI, 8% to 16%])).

Table 2.3 Characteristics of the sample consisting of each physicianes
most recent case of terminal sedationt

Sample consisting of All deaths in the
physicianes most recent Netherlands in
case 2001
n=211 n=140377
n % %
Sex
Male 99 47 49
Female 112 53 51
Ag€?
0-64 year 46 22 20
65-79 year 88 42 35
80 year 76 36 46
Main diagnosis
Cancer 113 54 27
Cardiovascular diseases 51 24 25
Pulmonary diseases 14 7 10
Nervous system diseases 17 8 11
Other 16 8 27
Reason for deep sedatior
Pain 108 51 NA
Agitation 80 38 NA
Dyspnea 80 38 NA
Anxiety 24 11 NA
Other 62 29 NA

1. NA =not available.
2. In 1 case, information on age was missing.
3. One or more answers possible.

In 59% (ClI, 52% to 66%) of the most recent cases seen by physicians, the
physician had discussed the sedation with the patient (table 2.4); in 33% (CI, 27%
to 39%) of the cases, the patient had requested deep sedation. The main reasons
for not discussing deep sedation with the patient were the fact that the patient
was incompetent or subcomatose (25% [CI, 20% to 31%]). The decision to forgo
artificial nutrition or hydration was discussed less frequently with the patient; the
respondents reported discussing this topic in 34% (Cl, 28% to 41%) of their most
recent cases and receiving a request from the patient to forgo artificial nutrition or
hydration in 9% (ClI, 6% to 13%). Next to patient incompetence (37% [CI, 31% to
44%]), another frequently mentioned reason for not discussing the decision to
forgo artificial nutrition or hydration was that many physicians perceived this not
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as optional but rather as a given; they considered terminal sedation to preclude
the concomitant use of artificial nutrition and hydration (23%; [CI, 18% to 29%])
(data not shown).

The decision to use sedation was discussed with relatives of the patient in 93%
(Cl, 89% to 96%) of the most recent cases seen by physicians, and the decision to
forgo artificial nutrition or hydration was discussed with relatives in 73% (Cl, 67%
to 79%) of the most recent cases. The physicians had discussed the sedation with
other caregivers in 79% (Cl, 73% to 84%) of cases and had discussed forgoing
artificial nutrition or hydration in 67% (Cl, 60% to 73%) of cases. Clinical
specialists, nursing home physicians, and general practitioners discussed the
sedation with other physicians in 76% (CI, 67% to 83%), 38% (Cl, 26% to 52%),
and 29% (ClI, 18% to 42%) of their most recent cases, respectively. Nurses were
often involved in the decision making by clinical specialists and nursing home
physicians. Specialists in palliative care from other institutions were rarely
consulted. In 17% (ClI, 12% to 22%) of the physicians' most recent cases, neither
the sedation nor the forgoing of artificial nutrition or hydration was discussed with
other caregivers, and in 1% (CI, 0% to 4%) of the cases, these decisions were not
discussed with the patient, the relatives, or other caregivers (data not shown).
Most physicians recalled having administered benzodiazepines in their most
recent cases of terminal sedation. Twenty-one percent (Cl, 16% to 27%) of
physicians used only these drugs; 35% (Cl, 29% to 42%) combined
benzodiazepines with morphine, and 4% (Cl, 2% to 8%) combined
benzodiazepines with another drug (table 2.5). In the remaining cases, physicians
mostly used morphine. No physicians usebarbiturates. General practitioners and
nursing home physicians reported using benzodiazepines relatively frequently,
which is in contrast to the clinical specialists, who were more likely to administer
morphine only.

Of all physicians, 36% (CI, 29% to 42%) reported having made their most recent
decision to perform terminal sedation without the intention of hastening death
(table 2.6). The physicians had partly the intention to hasten death in 47% (Cl,
41% to 54%) of cases and had the explicit intention to hasten death in 17% (CI,
13% to 22%) of cases. This explicit intention involved only the sedation in 2% (Cl,
1% to 5%) of the physicians' most recent cases, only the forgoing of artificial
nutrition or hydration in 14% (Cl, 10% to 19%) of cases, and both sedation and
the forgoing of artificial nutrition or hydration in 1% (CI, 0% to 4%) of cases.
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Table 2.4 Discussion about deep sedation and forgoing artificial nutrition or
hydration in each physicianes most recent case of terminal sedation, by
physician specialty

Clinical General Nursing- All physicians
specialists  practitioners home
physicians
n=103 n=53 n=55 n=211
n % n % n % n %

Deep sedation
Discussed with patient 67 65 28 53 30 55 125 59
Requested by patient 36 35 19 36 14 25 69 33
Reason for not discussing
Patient was incompetent 27 26 13 25 13 24 53 25
or sub-comatose
Deep sedation was 4 4 4 8 6 11 14 7
clearly in the best interest
of patient
Patient had dementia 2 2 1 2 12 22 15 7
Discussion would have 0 0 1 2 1 2 2 1
done more harm than
good
Other reason 5 5 5 9 3 5 13 6
Discussed with relativeg 94 91 48 92 53 96 195 93
Discussed with other 91 88 30 57 46 84 167 79
caregivers-?2
Another physician 78 76 15 29 21 38 114 54
Nurses 70 68 14 27 41 75 125 60
Specialists in palliative 3 3 5 10 0 0 8 4
care from other
institutions
Multidisciplinary pain 8 8 2 4 0 0 10 5
management team
Other 4 4 6 12 4 7 14 7
Forgoing artificial nutrition and/or hydration
Discussed with patient® 33 33 14 27 23 43 70 34
Requested by patient 9 9 3 6 6 11 18 9
Discussed with relatives 68 67 34 65 49 91 151 73
Discussed with other 76 75 20 38 43 80 139 67
caregivers*
Another physician 58 57 10 19 14 26 82 39
Nurses 60 59 11 21 41 76 112 54
Specialists in palliative 3 3 1 2 0 0 4 2
care from other
institutions
Multidisciplinary pain 4 4 1 2 0 0 5 2
management team
Other 1 1 4 8 4 7 9 4

1. One or more answers possible.
2.In 1 case, information was missing.
3. In 4 cases, information was missing.
4. In 3 cases, information was missing.
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Table 2.5 Drugs used in each physicianes most recent case of terminal
sedation, by physician specialty

Clinical General Nursing All
specialists  practitioners home physicians
physicians
n=103 n=53 n=55 n=211
n % n % n % n %
Only benzodiazepines 12 12 14 26 19 35 45 21
Benzodiazepines in 35 34 17 32 22 40 74 35

combination with morphine

or morphine derivative$

Benzodiazepines in 2 2 7 13 0 0 9 4
combination with other

drugs (excl. morphine of

morphine derivatives)

Only morphine or a4 43 10 19 12 22 66 31
morphine derivatives
Morphine or morphine 4 4 4 8 2 4 10 5

derivatives in combination

with other drugs (excl.

benzodiazepines)

All other drugs or 5 5 1 2 0 0 6 3
combinations

1. In 1 case, information on drugs used was missing.

2. Possibly combined with other drugs.

Of the physicians reporting a recent case, 40% (Cl, 34% to 45%) estimated that

the patient's life had been shortened by 24 hours or less. In 27% (Cl, 21% to

33%) of the cases, life was estimated to have been shortened by more than 1

week.

Thirty-seven percent (Cl, 30% to 43%) of physicians discussed the option of
euthanasia with the patient during the decision-making process. The main reasons
for deciding against euthanasia were as follows: The patient preferred terminal
sedation (9% [CI, 5% to 14%]); the patient did not explicitly request euthanasia

(8% [CI, 5% to 12%]); and the patient viewed terminal sedation as less disturbing

to the natural process of dying than euthanasia (4% [CI, 2% to 8%]).

2.4 Discussion

Terminal sedation is frequently used in end-of-life care in the Netherlands. Half of
all physicians have practiced terminal sedation. Our study shows that terminal
sedation preceded an estimated 10% (Cl, 9% to 11%) of all deaths in the
Netherlands. Another recent Dutch study with a different study design estimated
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Table 2.6 Intention of the physician, estimated shortening of life, and
discussion about euthanasia in each physicianes most recent case of
terminal sedation, by physician specialty

Clinical General Nursing All
specialists practitioners home physicians
physicians
n=103 n=53 n=55 n=211
n % n % n % n %
Terminal sedation was
used*
Without the intention of 35 34 17 32 23 42 75 36
hastening deatt
Partly with the intention of 51 50 25 47 24 44 100 47
hastening deat®
With the explicit intention 17 17 11 21 8 15 36 17
of hastening deatR
Explicit intention concerned?
Sedation 3 3 1 2 0 0 4 2
Forgoing artificial 14 14 7 13 8 15 29 14
nutrition or hydration
Both sedation and 0 0 3 6 0 0 3 1

forgoing artificial
nutrition or hydration
Estimated shortening of life?

No shortening or < 24 h 36 36 23 44 22 42 81 40
1-7 days 40 40 16 31 11 21 67 33
1-4 weeks 19 19 11 21 14 27 44 21
>1 month 6 6 2 4 5 10 13 6
Euthanasia discusset! 26 25 35 66 16 29 77 37
Reasons euthanasia was not performed

Wish of the patient 4 4 11 21 4 7 19 9
No explicit patient request 5 5 8 15 3 5 16 8
Terminal sedation is 6 6 3 6 0 0 9 4

palliative care, part of
natural process of dying

No legal framework 3 3 3 6 0 0 6 3
Rapid dying process 1 1 3 6 2 4 6 3
Unknown / other 8 8 7 13 7 13 22 10

1. Forgoing artificial nutrition or hydration concerned the intention of shastening deathZ or
enot to prolong lifeZ.

2. Intention concerned either sedation or forgoing artificial nutrition or hydration.

3. In 6 cases, information on estimated shortening of life was missing.

4. In 1 case, information on whether euthanasia was discussed was missing.

the incidence of terminal sedation to be 4% of all death¥. These percentages are
lower than the previously reported percentages of 15% to 60% (4, 5, 20--24, 26).
This difference is probably explained in part by the fact that the incidences found
in most other studies do not refer to all deaths in a population but rather to
deaths in a selected inpatient care setting, such as a hospital or a hospiéé’?>%
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Another factor that may explain the higher rates of terminal sedation in other
studies is our very specific definition of terminal sedation: Patients had to be
deeply sedated or comatose, and patients receiving artificial nutrition and
hydration were excluded. Other studies used less restrictive definitions. Some
included moderately sedated patients, some included a majority of patients who
were sedated intermittently, and none excluded patients receiving artificial
nutrition and hydration 5202426

Clinical specialists performed half of all cases of terminal sedation, although they
attended 35% of the total number of deaths in the Netherlands. Apparently,
terminal sedation is more often practiced in a hospital than at home. This may be
explained in part by the fact that in-hospital patients (especially those with cancer
or cardiovascular disease) more often have severe symptoms or extreme
exacerbations of conditions.

The sample of physicians' most recent cases of terminal sedation included about
equal proportions of both sexes. Approximately one third of all deaths resulting
from terminal sedation were in patients 80 years of age or older, whereas 46% of
all deaths in the general population occurred in this age grou. The major
reasons for using terminal sedation were to alleviate severe pain, agitation,
dyspnea, and anxiety. In a review of 17 studies that addressed the use of
sedatives in the care of patients with cancer who were in the final stages of life, a
syndrome of delirium and agitation was the most frequently mentioned indication
for sedative use; pain was a much less common reason for sedatirHowever,
most of these studies did not take into account the use of opioids. In addition,
patients in some of these studies were only moderately sedated.

In our study, terminal sedation was performed with benzodiazepines in 60% of
the most recent cases seen by physicians and with morphine or morphine
derivatives in the remaining most recent cases seen. Other studies also found that
benzodiazepines were most commonly used for deep sedation in patients nearing
death. The use of opioids alone for deep sedation is regarded as less effective
than the use of sedatives and may even be counterproducti¥é*?? Cherny and
Portenoy have produced guidelines for the use of sedation for controlling
symptoms; in their opinion, benzodiazepines are the most favored class of
sedatives in palliative care worldwidé* Some researchers suggest that opioid use
for relief of pain and other symptoms should be continued when sedation is being
instituted to avoid the possibility of unobservable pain or symptoms of opioid
withdrawal® Opioids are frequently used in hospital settings to treat pain and
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other symptoms. The relatively high proportion of morphine-induced cases of
terminal sedation in our study may indicate that sedation was a consequence of
pain and symptom management or of progression of the underlying disease.

In our study, terminal sedation was almost always discussed with relatives but not
always with the patient, who was often no longer communicative. A remarkable
finding was that general practitioners were much less likely to consult other
physicians or caregivers. In addition, the physicians in our study rarely consulted
specialists in palliative care from other institutions and rarely consulted pain
management teams. General practitioners were less likely to involve nurses in
decision making about terminal sedation than were other physicians. This may
reflect the fact that nurses are less available to general practitioners than to
physicians working in institutional settings.

If life-sustaining treatment, such as artificial nutrition or hydration, is forgone in
patients nearing death, death will usually occur within a short time. However, in
our study, 36% (Cl, 29% to 42%) of the physicians made their most recent
decision to perform terminal sedation without the intention of hastening death.
The physicians had partly the intention to hasten death in 47% (ClI, 41% to 54%)
and the explicit intention to hasten death in 17% (Cl, 13% to 22%) of cases. In
most reported cases, this explicit intention concerned the decision not to give
artificial nutrition or hydration. The estimated shortening of life was limited to less
than 1 week in 73% (Cl, 67% to 79%) of the most recently seen cases by
physicians, indicating that the practice of terminal sedation is not restricted to
patients for whom death was imminent.

When making the decision to perform terminal sedation, the physician may have
considered euthanasia, that is, the administration of drugs with the explicit
intention to end life at the patient's request. The Dutch euthanasia law was
enacted in 2002, but from the early 1990s, physicians who met the official criteria
for prudent practice were not prosecuted for performing euthanasia. Euthanasia
was discussed in the course of the decision-making process in about 40% of the
cases. Physicians reported that the main reasons for choosing terminal sedation
rather than euthanasia were the patient's preference for terminal sedation to
euthanasia and the patient's belief that terminal sedation was less intrusive than
euthanasia on the natural dying process. In some cases, the physicians reported
that euthanasia could not be performed because the patient did not fulfill the
requirements (for example, an explicit patient request for euthanasia) of prudent
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practice for euthanasia. In general, there was a lack of explicit request when the
patient was incompetent or moribund.

In the Dutch context, there are some obvious ethical and practical differences
between terminal sedation and euthanasia. By definition, euthanasia is the result
of an explicit request of the patient. Such a request is not necessary for terminal
sedation. However, the presence (33% in our study) or absence (59% in our
study) of a patient's request or at least discussion with the patient can be
important in the justification of terminal sedation. With euthanasia, patients die as
a result of the administration of lethal drugs. By contrast, with terminal sedation,
patients die naturally as a result of their disease (this is most likely when death
occurs in a few days), as a result of forgoing artificial nutrition or hydration (when
death occurs after more than a few days), or as a result of the administration of
sedatives. In addition, physicians always use euthanasia with the explicit intention
of hastening death, whereas hastening death is the primary intent in only a
fraction of terminal sedation cases. Researchers have shown that approximately
2.6% of all deaths in the Netherlands are preceded by euthanasia; 20% are
preceded by the alleviation of pain or symptoms; and 20% are preceded by
decisions to withhold or withdraw potentially life-prolonging treatments® Cases

of terminal sedation in which hastening of death was not intended or taken into
account cannot be considered to represent either of these end-of-life decisions.
When physicians prescribe sedatives with the explicit intention of hastening
death, their actions may be regarded as intentional ending of life.

Our study has several limitations. First, face-to-face interviews may be biased by
interviewer interpretation. Moreover, therespondents may have felt obligated to
give socially acceptable answers. We attempted to eliminate these biases by
carefully selecting and training the interviewers and by ensuring strict anonymity
of the respondents. Second, the respondents may have had difficulty recalling the
patient's characteristics; however, recall bias was probably limited because most
cases involved patients who died during the preceding 2 years. Third, the term
"terminal sedation" can evoke different connotations and interpretations in
respondents. We tried to avoid this problemby providing a very specific
definition of the term. Last, our findings may not be generalizable to other
countries because of the openness in Dutch society about end-of-life issues.

We conclude that terminal sedation precedes a substantial number of deaths in
the Netherlands. Terminal sedation is an option that is used to alleviate severe
symptoms in the last phase of life; in most cases, it shortens life to less than 1
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week. According to our reports about physicians' most recent cases, terminal
sedation is usually provided after discussion with the patient, relatives, and
caregivers. In a limited number of cases, when the physician administers a
sedative with the explicit intention to hasten death at the explicit request of the

patient, terminal sedation seems to approximate the practice of euthanasia.
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Abstract

Background Continuous deep sedation (CDS) is sometimes used to treat
refractory symptoms in terminally ill patients. The aim of this paper was to
estimate the frequency and characteristics of CDS in six European countries:
Belgium, Denmark, Italy, the Netherlands, Sweden and Switzerland.

Methods Deaths reported to death registries were sampled and the reporting
doctors received a mailed questionnaire about the medical decision-making that
preceded the death of the patient.

Findings The total number of deaths studied was 20,480. The response rate
ranged between 44% (Italy) and 75% (the Netherlands). Of all deaths, CDS was
applied in 2.5% in Denmark and up to 8.5% in Italy. Of all patients receiving CDS,
35% (Italy) up to 64% (Denmark and the Netherlands) did not receive artificial
nutrition or hydration. Patients who received CDS were more often male, younger
than 80 years old, more likely to have had cancer, and died more often in a
hospital compared to nhon-sudden deaths without CDS.

Interpretation The high variability of frequency and characteristics of continuous
deep sedation in the studied European countries point out the importance of
medical education and scientific debate on this issue.
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3.1 Introduction

Severe symptoms, sometimes defined as erefractorye, have high prevalence during
the last days of life among terminal oncology and other diseas&$in such cases,
sedation is an accepted procedure in palliative carkln general, deep sedation is
to be used only temporarily? nonetheless, continuous deep sedation (CDS) may
be the only means to control symptoms.

It is already known that sedatives are rather frequently used to treat severely
suffering patients nearing death. Within palliative care settings incidence estimates
of the use of sedatives range from 15% to more than 60% Furthermore, a
survey among palliative care specialists in North America and the U.K. showed
that 77% of the respondents had at one time applied deep sedation in patients
close to death A study from Japan showed that 64%-70% of a sample of
palliative care physicians and oncologists reported having used some form of
deep sedation for severe physical distre$3However, these estimates are difficult
to compare due to differences in the settings studied and the definitions used.
CDS without administering artificial nutrition and hydration is, by some authors,
considered as a special kind of sedation (sterminal sedations) due to the intended
or foreseen life-shortening effectt’

To gain more insight into the practice ofCDS, more information on characteristics
of sedated patients would be helpful. Previous studies reported that important
indications for the use of sedatives in patients nearing death are intractable pain,
dyspnea, delirium, agitation, and severe psychological symptoms such as anxiety
and existential distres$*2141819 A nationwide Dutch study found that half of the
cases of terminal sedation were performed by clinical specialists; 30% of the
patients receiving terminal sedation were 80 years of age or older, and 54% were
patients with cancer’® Further detailed and reliable information about
characteristics of patients who receive CDS is needed.

In a recent death-certificate study about end-of-life decision-making in six
European countries (EUREL®) physicians were also asked about the use of CDS.
In this paper, we aim to present comparable population-based estimates for
Belgium (Flanders), Denmark, ltaly (four areas), the Netherlands, Sweden and
Switzerland (German-speaking part) of the use of CDS with and without the use
of artificial nutrition and hydration and to describe the characteristics of patients
receiving CDS.
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3.2 Methods

Design

In every participating country or region random samples of death certificates of
people aged 1 year or older (ltaly: 18or older) were obtained from death
registries. The sampling period varied from 3 to 6 months. All deaths arose
between June 2001 and February 2002. In all countries (apart from Switzerland)
all deaths reported during the sampling period were stratified for the likelihood
that death had been preceded by an end-of-life decision. Based on the cause of
death, all deaths were assigned to one of three (Belgium, Denmark, Italy and
Sweden) or five (the Netherlands) strata. Sampling fractions were higher for strata
in which the cause of death made an end-of-life decision more likely. Stratification
was applied to enhance the efficiency and to yield smaller confidence intervals
around estimates. Details have been described elsewhefeln all countries the
data-collection procedure precluded identification of any of the doctors or
patients. A clearinghouse, usually a notaryss office, was interposed in each
participating country. No envelope that contained a returned questionnaire
reached the researchers before all identifying information had been removed from
the data set using a separate code system. An application to the Research Ethics
Committee was required in all countries except in Denmark (where questionnaire
research only has to be assessed by a Research Ethics Committee if it is part of a
project involving biomedical research), in Switzerland (cantonal authority for data
security confirmed anonymity of the data used in the study), and in the
Netherlands (where the Royal Dutch Medical Association and the Health
Inspectorate approved of the studyf*

Questionnaire

For all sampled cases the attending physicians were asked if death had occurred
suddenly and unexpectedly. If cases were reported to have been non-sudden, the
attending doctors were asked to fill out a four-page questionnaire about the
medical decision-making that had preceded the death involved. The penultimate
item in the questionnaire dealt with CDS: <Did the patient receive drugs, such as
barbiturates or benzodiazepines, to keep him/her continuously in deep sedation
or coma until death?Z Answering options were: syes, and artificial nutrition and
hydration were not givenZ; syes, and artificial nutrition or hydration were givenZ;
'noZ. This question was asked for all non-sudden deaths, except in the
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Netherlands, where, due to a routing difference, the question was asked only if an
end-of-life decision had preceded death.

Statistical analyses

If applicable, results were corrected for stratification by giving all cases a weight
that is the reverse of the sampling fraction within the stratum they were assigned
to. To allow the results to be representative of all deaths in the studied period an
additional weight was calculated from age, sex, cause of death and place of death
specific response rates. Absolute frequencies and weighted percentages on total
studied deaths were reported. The prevalence of CDS was compared for different
classes of sex, age, cause of death, and place of death. To calculate estimates for
all countries together, an additional country-specific weighting factor (the inverse
of the weighted number of deaths studied in each country) was applied. The
statistical significance of differences in CDS prevalence was estimated by means
of Pearson chi-squared statistic corrected for the survey desfnA logistic
regression was fitted to the data to determine the independent association of
each characteristic of deaths with CDS. The model considered non-sudden deaths
without CDS as controls. Likelihood ratio tsts were used to test statistical
interactions. All the statistical analyses were made using the esvy commandse of
the statistical package STATA , release&8.

3.3 Results

We studied 20,480 deaths. Response percentages ranged from 59% to 75%,
except for Italy (44%). Table 3.1 shows that Italy and Belgium reported the highest
percentages of CDS: 8.5% and 8.2% of all deaths, respectively, were preceded by
the use of CDS. Denmark and Sweden reported the lowest frequencies: 2.5% and
3.2%, respectively, and Switzerland and the Netherlands were somewhat in
between (4.8% and 5.7% of all deaths, respectively). The prevalence of CDS
without the use of artificial nutrition and hydration varied less between countries
(range 1.6% - 3.2%, Denmark and Belgium respectively). Of all sedated patients,
35%-64% did not receive artificial nutrition or hydration (Iltaly and Denmark/the
Netherlands, respectively).
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Table 3.2 shows characteristics of deaths in which CDS was applied. Cancer was
the cause of death with the highest prevalence of CDS in all countries. In all
countries, CDS was less frequentlapplied in patients older than 80 years old and

more frequently in hospitals.

In a multivariate analysis that considered all countries together, each characteristic
of the patients was independently associated to CDS (see table 3.3). The
probability of receiving CDS was increased in males by 17%, in patients dying
from cancer by 15%, in patients 65-79 years old by 91%, in patients younger than
65 years old by 134%, and in patients dying in the hospital by 63%. Statistically
significant (P <0.01) interactions were found between age and cause of death

(effects of age and hospital were reduced in patients dying of cancer).

Table 3.3 Determinants of continuous deep sedation in six European
countries. Logistic regression, non-sudden deaths only, all countries

together

RR 95% ClI
Sex
Male 1.17 1.02-1.34
Female 1
Age (years)
<65 2.34 1.93-2.85
65-79 1.91 1.62-2.25
80+ 1
Cause of death
Malignant diseases 1.15 1.00-1.33
Other diseases 1
Place of death
Hospital 1.63 1.43-1.86
Other! 1

1. Othere place of death includes both home and institution. Cerebrovascular disease is
included in cardiovascular diseases for Italy and Sweden and in diseases of the nervous

system for Belgium, Denmark, the Netherlands, and Switzerland.

3.4 Discussion

Our study has, for the first time, enabled an international estimation to be carried
out on the incidence of the use of drugs to keep patients in continuous deep
sedation (CDS) in a large sample of non-selected patients from six European
countries. CDS is practiced in all countries, in hospitals as well as in other settings

of care, for cancer patients as well as for other kinds of patients.
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The finding that CDS is a frequently applied practice is in line with other studies
conducted in palliative care settings”™® It was expected that the estimates at a
population level would have been lower than those observed in specialist
palliative care settings. Another reason why our estimates are not fully
comparable with other studies is that the definition of CDS we used excluded
secondary and mild sedation, and intermittent deep sedation. The Dutch figures in
our study are somewhat lower than those observed in another Dutch study at
population level, which reported that 10% of all deaths were preceded by
terminal sedation®® This can probably be explained by the fact that in our study
the Dutch data only included cases in which an end-of-life decision was made.
Inter-country variations in total frequency were mainly due to variations in the use
of CDS with continuing the use of artificial nutrition or hydration. It can be
expected that in such cases the main intention is to relieve intolerable suffering
and not to hasten death. Italy and Belgium have the highest estimates of CDS with
artificial nutrition or hydration. It is possible tht this result depends on the
Catholic tradition of those countries, in which there is a widespread acceptance
of the sanctity of life doctrine. Another explanation for the differences in
frequency of CDS with artificial nutrition and hydration between the countries
could be that there is variation in the moment when CDS is started. High
frequency of CDS with artificial nutrition and hydration could be an indication
that the patient is not in the dying phase yet. However, this hypothesis needs
more research since we cannot conclude this from our data.

Since the first report on CDS in palliative care the appropriateness of using
sedating drugs to control refractory symptoms in imminently dying patients has
been brought to light’* At the same time an ethical debate emerged about the
possible life-shortening effects of this medical procedupd®!4"2425\We found that

in 35% - 64% of all CDS cases, the patient did not receive artificial nutrition and
hydration. The Netherlands, where the question on CDS was asked only if an end-
of-life decision preceded death, had the highest proportion of CDS without
artificial nutrition and hydration, together with Denmak. We also know from a
recent study that in the Netherlands 17% of CDS without artificial nutrition and
hydration were performed with the explicit intention of hastening death, mainly
by means of forgoing artificial nutrition and hydratio® In medical and ethical
discussions it is debated whether forgoing artificial nutrition and hydration in
deeply sedated patients shortens life, and if so, whether this should be considered
as acceptable medical practice. The issue is controversial, also because forgoing
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artificial nutrition and hydration can sometimes be clinically indicated in
imminently dying patients; and because sedation in terminally ill cancer patients
has not been proved to be substantially influential on the duration of residual
survival?® However, when the patientse estimated life expectancy is more than a
week, forgoing artificial nutrition or hydration in deeply sedated patients has been
indicated as a possible marker of an intention to hasten death?’

CDS is clinically indicated for imminently dying patients with severe symptoms
refractory to conventional palliative treatments. It is not surprising that it was
more often performed in cancer patients and in hospital settings, where there are
more dying patients with the worst clinical conditions. The Italian exception (CDS
more often in hon-hospital settings) may be motivated by the rather high diffusion
of domiciliary palliative care in the areas participating to the EURELD study. Ites
more difficult to find an explanation for the higher frequency of male patients
among sedated patients. As far as the younger age of sedated patients is
concerned this result confirms other observations reported in the literatufeand
was more prevalent in our data among non cancer patients.

Our study has some limitations. We cannot exclude the possibility that non-
response has to some extent biased our result, especially for Italy. Further, our
results probably cannot be extrapolated to other than the regions studied in
Belgium, Switzerland and Italy. Although our definition of CDS was quite strict,
excluding the secondary, intermittent and mild sedation, we did not ask for the
specific intention of the reported sedation, for the specific drugs used or for the
presence of refractory symptoms.

To conclude, the substantial practice of CDS in and outside hospitals and the
cross-national differences point out the importance of further scientific debate and
medical education on these medical procedures. Developing and implementing
practice guidelines could contribute to assure high quality of this practice, and its
appropriate use (i.e. after having considered all the other options and mainly the
present palliative treatments available). Further studies will be necessary to
describe the costs and benefits of CDS in terms of quality of dying.
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Abstract

Background An important issue in the debate about terminal sedation is the
extent to which it differs from euthanasia. We studied clinical differences and
similarities between both practices in the Netherlands.

Methods Personal interviews were held with a nationwide stratified sample of
410 physicians (response: 85%) about the most recent cases in which they used
terminal sedation, defined as administering drugs to keep the patient continuously
in deep sedation or coma until death without giving artificial nutrition or hydration
(n=211), or performed euthanasia, defined as administering a lethal drug at the
request of a patient with the explicit intention to hasten death (n=123). We
compared characteristics of the patients, the decision-making and medical care
between both practices.

Results Terminal sedation and euthanasia both mostly concerned patients with
cancer. Patients receiving terminal sedation were more often anxious (37%) and
confused (24%) than patients receiving euthanasia (15% and 2%, respectively).
Euthanasia requests were typically related to <loss of dignityZ and esuffering
without improvingZ, whereas requesting terminal sedation was more often related
to severe pain. Physicians applying terminal sedation estimated that the patientes
life had been shortened by more than one week in 27%, as compared to 73% in
euthanasia cases.

Conclusions Terminal sedation and euthanasia both are often applied to address
severe suffering in terminally ill patients. However, terminal sedation is typically
used to address severe physical and psychological suffering in dying patients,
whereas perceived loss of dignity during the last phase of life is a major problem
for patients requesting euthanasia.
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4.1 Introduction

One of the classical themes of medical ethics concerns the moral acceptability of
interventions to modify the dying process. The discussion about euthanasia is well
known but developments in the practice of palliative care give rise to new
discussions about the ethical aspects of medical care at the end of life. One such
issue is terminal sedation.

In the Netherlands, terminal sedation, defined as bringing the patient in deep
sedation while forgoing artificial nutrition or hydration, was estimated to be
applied in 4-10% of all deaths in 200%. % In one study, 59% of all decisions to
apply deep sedation were discussed with the patiedtThere are no specific legal
rules concerning terminal sedation in the Netherlands. Euthanasia is defined as
the administration of drugs with the explicit intention to end life at the patientss
request, and is legally accepted under certain conditions in Dutch law. In 2001,
2.6% of all deaths in the Netherlands were preceded by euthanasfa.

One of the characteristics of the debate about terminal sedation is that it is rather
confused: people disagree about how it should be defined, about the distinction
between terminal sedation and euthanasia, and about the conditions under which
its use would be appropriate. Obviously, a discussion about terms often is also a
discussion about norms: to call the sedation of a patient «deepe or epalliatives
rather than sterminale has implications for thenoral evaluation of these actions.
Terminal sedation is sometimes seen as euthanasia in disgtise or slow
euthanasid, but according to others the two are worlds apart.® ° The argument
of the latter authors is that in case of terminal sedation nor the physician nor the
patient aims at death. They also claim that, when terminal sedation is only used in
the very last phase of the illness, the cause of death of the patient is the
underlying disease, not the withholding of food and fluids. Therefore, the
argument goes, the death of the patient is not the result of medical interventions,
which should thus not be interpreted to be euthanasia. Finally they claim that
terminal sedation is used to address other clinical problems than euthanasia.

In this article we describe to what extent these claims are reflected in the
empirical data that are available on medical end-of-life decisions in the
Netherlands. Cases of euthanasia and terminal sedation are compared for
characteristics of the physicians and patients involved, of the decision making
process and of the clinical course that followed the decision. Insight into the
extent to which these practices can be distinguished based on their clinical
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characteristics may contribute to the debate on whether terminal sedation
resembles euthanasia or not.

4.2 Methods

Population

We interviewed a nationwide stratified sample of 410 physicians: 125 general
practitioners, 77 nursing home physicians, and 208 clinical specialists
(cardiologists, surgeons, and specialists in internal medicine, pulmonology, and
neurology). The specialties involved in our study covered about 95% of all deaths
in the Netherlands in 2001. The 5 selected clinical specialties covered 86% of all
in-hospital deaths. The sample size was determined by the likelihood that these
specialties had covered deaths and the likelihood that they had been involved
with different types of end-of-life decisions. The respondents were selected
according to the following criteria: They had to be in active practice at the time of
the interview and to have actively practiced medicine within the registered
specialty for the past 2 years in the same setting. All addresses were taken from
the professional registries of the relevant specialties. To arrive at the desired
number of 410 physicians, we sampled 482 physicians. Seventy-two physicians
(15%) declined to take part in the study: 17% of clinical specialists, 18% of
general practitioners, and 3% of nursing home physicians. Face-to-face interviews
were conducted by experienced part-time working or recently retired physicians
who were trained to use the structured questionnaires. All interviews took place
between March 2002 and October 2002. We applied strict rules to ensure the
anonymity of all physicians and patients studied.

Measurement instruments

The interview schedule addressed experiences with end-of-life decision-making.
Terminal sedation was defined as «the administration of drugs to keep the patient
in deep sedation or coma until death, without giving artificial nutrition or
hydrationZ. Questions about the practice of terminal sedation concerned the
physician's most recent patient to have received terminal sedation (n=211).
Euthanasia was defined as sthe administration of drugs with the explicit intention
of ending the patientes life at his or her explicit requestZ. Questions about the
practice of euthanasia concerned the physician's most recent patient to have
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received euthanasia in the period 1996 - 2002 (n=123). Nursing-home physicians
were not interviewed about their most recent case of euthanasia, because it is
known that they perform only 2%-4% of all cases of euthanastaFor both
practices, we collected data on the patientes characteristics, such as age, sex, and
main diagnosis. Type of physician was a proxy for place of death. Euthanasia is
always provided at the request of the patient; for terminal sedation we asked the
physicians whether they had discussed their decision to apply terminal sedation
with the patient and relatives, and whether the patient had requested terminal
sedation. Discussion about and requests for terminal sedation could concern
either the deep sedation, the forgoing of artificial nutrition or hydration, or both.
For both practices, the most important reasons for the request of the patient were
asked. The presence of 15 symptoms -despite treatment- was evaluated on a 5-
point Likert scale. Further, we asked whether other treatments aimed at curing or
prolonging life were available at the time of the decision-making process, what
the intention of the physician concerning the hastening of death had been, which
drugs were used, what the time interval between administering the drugs and the
death of the patient had been, and the estimated degree of shortening of life. The
questionnaire was largely based upon questionnaires that were used in previous
studies!® ** Their validity was enhanced by testing them in pilot interviews.

Analyses

The 5 response categories of the questions about sptoms (1 = ssymptom not
presentZ to 5= ssymptom strongly present despite treatmentZ) were dichotomized
into esymptom present despite treatmentZ (response category 4 and 5) and
Zsymptom not presentZ (response category 1, 2 and 3). All percentages were
corrected for missing values, which involved less than 5% of all cases for all
variables. Studentes T-tests, Chi square teand Fisheres exact tests were used to
identify differences between patients who received terminal sedation and patients
who received euthanasia.

4.3 Results

Of the 410 physicians interviewed, 96 reported to have experience with both
practices, 115 only with terminal sedation, 97 only with euthanasia, and the
remaining 102 physicians did not have experience with either of these practices.
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General practitioners reported the majority of euthanasia cases (55%) whereas
most cases of terminal sedation were reported by clinical specialists (49%). This
means that 55% of the euthanasia cases were performed at home, whereas 49%
of the terminal sedation cases occurred in a hospital.

Of the physicianse most recent cases, patients who received terminal sedation
were on average older (mean age 72 years) than patients who received
euthanasia (mean age 63 years) (table 4.1).

Table 4.1 Characteristics of patients who received euthanasia or terminal
sedation

Terminal sedation Euthanasia
n=211 n=123
Mean SD  Mean SD p-valué
Age (years) 72.0 14.0 625 14.2 <0.001
n % n % p-valué
Sex
Male 99 47 69 56 0.106
Female 112 53 54 44
Main diagnosis
Cancer 113 54 108 88 <0.001
Cardiovascular diseases 51 24 5 4
Other 47 23 10 8
Specialty
General practitioner 53 25 68 55 <0.001
Nursing-home physician 55 26 2 2
Clinical specialist 103 49 55 45
Decision3#
Discussed with patient 128 61 123 100 <0.001
Requested by patient 72 34 123 100 <0.001
Discussed with relatives 196 93 5 °

1. Age: t-test; sex: Chi square test; diagnosis: Fisheres exact test; specialty: Chi square test;
decision discussed with patient: Chi square test.

2. Nursing-home physicians wer not interviewed about theirmost recent case of euthanasia.

3. The decision to apply deepsedation or to perform euthanasia.

4. Discussion about and requests for terminal sedation could concern either the deep sedation,
the forgoing of artificid nutrition or hydration, or both.

5. Not asked.

Of all patients receiving euthanasia, 88% had cancer; this percentage was 54%
for patients receiving terminal sedation. In the latter group, cardiovascular
diseases were also rather common (24%). In 61% of the cases, the physician had
discussed the application of terminal sedation with the patient; in 34% of the

cases, the patient had requested the terminal sedation and in 27% the physician
had discussed the possibility of terminal sedation with the patient and the patient
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agreed. Relatives were involved in the decision-making in 93% of the cases. In 4%
of all terminal sedation cases, there was no patient or family consent for applying
deep sedation (not in table). Euthanasia was by definition requested by the
patient.

Table 4.2 Symptoms and availability of other treatments options at the
time of the decision-making process

Terminal sedation Euthanasia
n=211 n=123

n % n % p-valué
Symptoms'
Pain 120 57 63 51 0.294
Dyspnea 90 43 40 33 0.062
Coughing 53 25 29 24 0.815
Nausea 49 23 46 38 0.005
Vomiting 22 10 27 22 0.004
Constipation 37 18 22 18 0.904
Bedsores 29 14 4 3 0.002
Not active 185 88 91 74 0.001
Felt very ill 181 88 107 87 0.817
No appetite 176 85 88 72 0.003
Fatigue 150 71 99 80 0.066
Unclear consciousness 59 28 0 0 <0.001
Anxiety 78 37 20 16 <0.001
Confusion 51 24 2 2 <0.001
Depression 36 17 12 10 0.055
Absence of other treatment 182 86 95 77 0.036
options®

1. Symptom was present despite potential treatment possibilities.

2. Symptoms: P-values calculated by Chi Square tests or Fisherss exact tests (2-sided); other
treatment options: Chi square.

3. Potentially curing orlife prolonging treatments.

Patients receiving terminal sedation were more often than patients receiving

euthanasia reported to suffer from anxiety (37% vs. 15%; p<0.000), confusion
(24% vs. 2%; p<0.000), depression (17% vs. 10%; p=0.055), bedsores (14% vs.
3%; p=0.002), to have a loss of appetite (85% vs. 72%; p=0.003), unclear
consciousness (28% vs. 0%; p<0.000), and to be inactive (88% vs. 74%; p=0.001)
(table 4.2). In contrast, patients who received euthanasia suffered more often
from nausea (38% vs. 23%; p=0.005) and vomiting (22% vs. 10%; p=0.004). If
only symptoms that were strongly present are considered, patients receiving
terminal sedation were -in addition to the previously mentioned symptoms-

significantly more often reported to have pain and dyspnea, and they more often

felt very ill than patients receiving euthanasia (not in table). Physicians reported in
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86% of the cases of terminal sedation that no other potentially curing or life-
prolonging treatments were available, whereas this percentage was lower for
cases of euthanasia (77%, p=0.036).

Table 4.3 Most important reasons for patientse requests for euthanasia or
terminal sedation, according to physicians
Terminal sedation Euthanasia
Patients involved in decision
making process

n=72 n=123

n % n %  p-valué
Most important reasons for
patientse request
Suffering without improving 41 60 101 82 0.001
Loss of dignity 12 18 77 63 <0.001
Weakness/fatigue 26 38 53 43 0.760
Meaningless suffering 21 31 46 37 0.270
Pain 39 57 44 36 0.005
Dependency 4 6 41 33 <0.001
Fear of suffocating 17 25 30 24 0.881
Did not want to bother relatives 6 9 19 15 0.161
Invalidity 5 7 22 18 0.036
Vomiting 10 15 13 11 0.446
Being etired of livingZ 8 12 7 6 0.161
Depression 1 1 1 1 1.000
Dyspnea 34 50 8 8
Other reasons 10 14 20 16 0.658

1. P-values calculated by Chi square tests and Fisheres exact tests (1-sided).
2. One or more answers possible.
3. Not asked.

Table 4.3 shows the most important reasons for patients to request either terminal
sedation (n=72) or euthanasia (all, n=123), as reported by the physicians.
Euthanasia requests were mostly related to patientse sense of suffering without
improving (82%) and loss of dignity (63%); these percentages were lower for

patients who requested terminal sedation (60% and 18%, respectively). In

addition, physicians more often reported loss of independency (33%) and a

feeling of invalidity (18%) as reasons for patients to request euthanasia compared
to patients requesting terminal sedation (6% and 7%, respectively). Requesting
terminal sedation was more often than euthanasia related to suffering from severe
pain (57% versus 36%).
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Table 4.4 Drugs used, intention of the physician, estimated shortening of
life, and time between administering drugs and death

Terminal Euthanasia
sedation
n=211 n=123
n % n % p-valué
The decision was made with the explicit 36 17 123 100 <0.001
intention of hastening death?
Drugs administered:
Neuromuscular relaxants or barbiturates 0 0 108 94 <0.001
Benzodiazepines (potentially combined with 128 60 3 3
morphine but not with muscle relaxants or
barbiturates)
Morphine (not combined with benzodiazepines, 76 36 3 3
muscle relaxants or barbiturates)
Other drugs 6 3 1 1
Time between administering drugs and death
<1lh 2 1 115 94 <0.001
1-24 h 77 37 7 6
1-2 days 58 28 0 0
3-7 days 60 29 0 0
> 1 week 9 4 0 0
Estimated shortening of life
No shortening or < 24 h 81 40 1 1 <0.001
1-7 days 67 33 31 26
1-4 weeks 44 21 60 51
>1 month 13 6 26 22

1. P-values calculated by Mann Whitney U tests.
2. Explicit intention of terminal sedatiorconcerned: forgoing artificial nutrition or hydration
(n=29); applying deep sedation (n=4); or both (n=3).

Of all cases where physicians had applied terminal sedation, 17% involved an
explicit intention of hastening death (table 4.4). This explicit intention was related
to the use of sedatives in 2% of the cases, to the forgoing of artificial nutrition or
hydration in 14%, and to both in 1%. Euthanasia is by definition applied with the
explicit intention to hasten death. Terminal sedation was for 60% of the patients
performed by administering benzodiazepines (sometimes combined with
morphine) and in most remaining patients by administering morphine only,
whereas euthanasia was for 94% of the patients performed by administering
neuromuscular relaxants or barbiturates. Of all patients who received terminal
sedation, 38% died within 24 hours and 94% within 1 week after the
administration of the medication, whereas most patients receiving euthanasia died
within 1 hour (94%) (p=<0.001). Physicians applying terminal sedation estimated
that the patientes life had been shortened with 24 hours or less in 40% of the
cases, and with more than one week in 27%. For euthanasia, these estimates
were 1% and 73%, respectively (p=<0.001).
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We performed all analyses for the subgroup of mpondents who had experience
with both practices to determine whether differences between both practices
were associated with differences in physicianse preferences for these practices.
Similarly, we performed all analyses only for cancer patients to determine whether
differences between both practices are mainly attributable to differences in
diagnosis. These analyses resulted in similar distributions of the data.

4 .4 Discussion

The bottom line of both practices, terminal sedation and euthanasia, obviously is
a patient who suffers severely from a fatal disease. However, there are marked
differences. By definition, patients receiving euthanasia were actively involved in
the decision-making process. This applies to only slightly more than half of the
patients receiving terminal sedation, although relatives were almost always
involved. Compared to the patients receiving euthanasia, patients who were
terminally sedated were on average older, less often suffered from cancer and
more often from cardiovascular disease, antess often died at home. Terminal
sedation was more often used in patients with unclear consciousness, anxiety and
confusion, in the absence of other treatment options. Further, patient requests for
terminal sedation were more often based on pain than requests for euthanasia,
which were more often based on a sense of suffering without chance of
improving and on a perceived loss of dignity and independency. The intent of the
physician in case of terminal sedation less often was to shorten life, and the
shortening of life due to terminal sedation was limited. Thus, patients who are
terminally sedated are generally sicker and closer to death than patients receiving
euthanasia. Two findings may seem to contradict this conclusion: patients
receiving euthanasia more often suffered from nausea and vomiting. However,
terminal sedation is not obviously a medically appropriate answer to these
symptoms. Furthermore, these symptoms may be closely connected to a sense of
loss of dignity, which was a common reason for requesting euthanasia and not for
terminal sedation.

The finding that requests for euthanasia are often inspired by a sense of loss of
dignity is described by others as well. Haverkate et al found that avoiding loss of
dignity is one of the most important reasons to request for euthanasfaln a
trend analysis of requests for euthanasia and physician-assisted suicide it was
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found that the importance of pain in such requests decreased significantly over a
period of 20 years, whereas there was an increase of the importance of
«deteriorating healthZ® In addition, during the first year of legalized physician-
assisted suicide in Oregon, the decision to request and use a prescription for
lethal medication was associated with concern about loss of autonomy or control
of bodily functions, not with fear of intractable paint Qualitative research into
the origins of the desire for euthanasia in people with HIV-1 or AIDS showed that
requests were the result of a feeling of disintegration (which resulted from
symptoms and loss of function)and loss of community. These factors result in a
eperceived loss of self¥. Whereas euthanasia appears to be used as a response to
a crucial loss of dignity, terminal sedation is not. In a study within the Japanese
population it was shown that respondents who reject continuous deep sedation
at the end of life were significantly more likely to regard dignity and preparation
for death as important as compared to respondents who would appreciate
continuous deep sedation at the end of lifé®

It was found that general practitioners more often than clinical specialists
performed euthanasia, whereas clinical specialists more often performed terminal
sedation than euthanasia. In the Netherlands, euthanasia is most often performed
by general practitioners who typically attend patients who die at home and have
cancer? General practitioners are generally involved in long term care for
patients, with patients registered to their practice for several years or more. Most
euthanasia requests and practices are performed in this context. On the contrary,
terminal sedation is more often practiced in a hospital for patients with cancer or
cardiovascular diseases. In-hospital patients may more often have severe
symptoms or extreme exacerbations of conditions that require the use of terminal
sedation.

Pain was an important reason for patientso request terminal sedation and, to a
somewhat lesser degree, euthanasia. Although previous reports have mentioned
that state-of-the-art palliative care should substantially control pain in 90% of
cases’ it is also known that many terminal patients report pain at their end-of-
life 28

It is sometimes suggested that terminal sedation may take away the need for
euthanasia. Our findings indicate that terminal sedation and euthanasia often
address quite different clinical problems. In case of terminal sedation, severe
physical and psychological suffering propt the physician to sedate the patient,
whereas for patients requesting euthanasia perceived loss of dignity during the
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last phase of life is often a major problem. However, this distinction does not
apply to all cases of terminal sedation and euthanasia. Thus it is likely that for
some patients, terminal sedation for refracty symptoms in the dying phase may
serve as a relevant alternative for euthanasia.

Our study has several limitations. First, face-to-face interviews have the
disadvantages of interviewer interpretations and socially acceptable answers. We
attempted to eliminate these biases by carefully selecting and training the
interviewers and by ensuring strict anonymity of the respondents. Second, the
respondents may have had difficulties recalling the patientss characteristics;
however, recall bias was probably limited because most cases involved patients
who died during the preceding 2 years. Third, the terms "terminal sedation" and
seuthanasiaZ can evoke different connotations and interpretations in respondents.
We tried to avoid this problem by providing very specific definitions of the terms.
In addition, not including euthanasia cases of nursing-home physicians may have
led to some bias. However, this effect may be limited because it is known that in
the Netherlands only 2%-4% of all cases of euthanasia are performed by nursing-
home physicians?

We conclude that terminal sedation and euthanasia are both applied to address
severe suffering in terminally ill patients. However, terminal sedation is typically
used to address severe physical and psychological symptoms in dying patients to
avoid further suffering, while the patient or the patientss representatives may
accept loss of control of the dying process. For patients requesting euthanasia,
perceived loss of dignity during the last phase of life is a major problem. In these
cases, patients may consider control of the dying process of utmost importance.
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